Objectives: Chronic illness is known to disrupt and redirect the usual course of work trajectories. This article aims to portray the longitudinal course of negotiating work after multiple sclerosis.
Introduction
Working aged individuals with chronic illnesses often have challenging work lives, as evidenced through statistics of reduced work participation, 1,2 narratives of negative work experiences, and subsequent changes to work goals, attitudes, and trajectories. 3, 4 In the space between the statistics, running beneath the surface of these events and outcomes, are subtle units of intrasubjective experiences of how people negotiate their illness, lives and work; and how they remake themselves as they realign their purpose and priorities. However, little is known about the complexly interconnected and changing influences that lead to these outcomes, and how these dynamics are addressed in a longitudinal course. In this article, I call attention to these work trajectories as a journey of multiple influences and intrasubjectivity-of changing temporal, personal, moral, and relational dynamics. [5] [6] [7] [8] To illustrate these themes, I use an autoethnographic method, and automythology format to present my lived process of navigating work after a chronic illness diagnosis. My world turned upside down when I was diagnosed with relapsing remitting multiple sclerosis at the age of 25 in Australia. It was the year after I completed my Masters Qualification in Public Health, and was in a transitional period of new employment. My symptoms during diagnosis have been non-limiting, and have since been mild and episodic. However, the symptoms and diagnosis have not been inconsequential to the chronic course of my work life.
Rich and nuanced narratives in first person voice provides the means to explore and understand subtle dynamics of intrasubjective experience-the changing and fluctuating perceptions and meanings of illness and work. Features of my journey include counterproductive illness behaviors of not being able to ''work right'', and experiencing disengagement and depression. With external prompting, I moved into a transitional phase of ''looking for the right'' type of work and engagements. This involved a process of recalibration and detaching from the ''old'' me. At present, I find myself in a phase of ''right work''-the product of lessons, influences, and opportunities embraced along this arduous journey. I performatively share these conceptual themes and experiential content as a resource and call for fellow patients, health professionals, academics, and work organizations to effectively address and manage the chronic course of work and illness. This article also aims to advance illness narratives in lived voice, to provide ownership and agency of representation to those who live the experience.
Conceptual case and method for autoethnography and automythology
Continued work in populations with chronic illness is a desired outcome, and confers many advantages such as a better quality of life, and improved health, psychological, economic and social outcomes.
9,10 Work helps ''repair'' the life disruptions induced by chronic illness, 11 and provides identity, engagement, feelings of normality, economic resources, and social interactions. 12 However, individuals with chronic illnesses often report increased absenteeism and rates of work termination, career plateauing and redirection, lower salaries, reduced job security, restricted training opportunities, and participation in decision-making often. 3, 13 They also encounter a range of unconducive relational dynamics including reduced organizational support; illnessrelated discrimination and stigma that contribute to negative work experiences and outcomes. 4, 14 While illness problems are largely driven by embodied experience of symptoms, much of illness experience is also intersubjectiveheterogeneous in nature, embedded in social context and intrasubjectivechanging within individual in meanings, perceptions, and consequent management strategies with passing time. [5] [6] [7] Illness affects multiple life domains including employment, but dynamic positive coping and lifestyle adaptations help enable a sense of normality and continuity. Illness coping, adaptation, and normalization is a dynamic, time-related process that engages individual subjectivities and creativities, and the combined influences of physical, behavioral, cognitive, emotional, and social dimensions. [15] [16] [17] Narratives provide nuanced understanding on how illness is understood and responded to by patients across an inner and outer realm, providing insights on symptom management, health behaviors, quality of life, and coping-personally, and within social and relational contexts. This enables study of the complex and intersecting influence, dimensions, encounters, and processes of experience that are important for the positive management of clinical, psychological, and life outcomes. 6, 18 While individuals with chronic illness are often the subject of research, the subtle intricacies of their lives are often excluded from discussions. Narrative constructions often objectify, dehumanize, simplify, and generalize in research dissemination. 19 Additionally, lived experience is both internally and externally encountered, both social and subjective, and transverse the contrasting public and private existential spaces. 20 One of the problems of researching the ''other'' is the constraints of access to these internal and private realms.
The issue of representation and voice has been discussed by Audulv et al. 21 The authors suggest that age, cognition, and capacity for communication influence research access and representation, and note that some illness populations have more functional independence and agency to make these choices. Despite this, there is a dominant use of individual interviews rather than alternate methods such as prolonged engagement and observations to advance understandings on experience.
Autoethnography
An autoethnographic approach both closes the gaps on issues of access and representation, and contributes to the diversity of scope and methods that are able to further understandings on illness experience. Autoethnography is a qualitative research method where the author is privileged as both the writer and the focus of the text, making this genre a process and a product. 22, 23 This method provides the reader direct access to accounts of lived experience in the first-person. It also enables the person with lived experience to directly represent their narrative in their authentic voice and perspective. Life stories enmesh complex and chaotic dynamics at private and psychological, to social and structural levels. The use of self-narratives and stories provides content and context to produce rich knowledge on subtle and confluent details. [24] [25] [26] [27] Academic response of this method has been equivocal, with its methodological and evidence-base value often viewed with some trepidation. Despite this, there is growing scholarly defence and recognition of its contribution and merit. 19, 23, [28] [29] [30] The value of an autoethnography is tied to the author's ability to capture, probe, and produce understanding of their problematic experiences. 31 While there are many closely related names, frames, and subtle nuances to the autoethnographic approach, the essential elements that define this practice are the focus on narrative, meaning, experience, reflexivity, presence, and representation. 31 A personal reading of my diary and therapy journal provided access and documentation of my inner thoughts, illness, and work accounts in real-time. These dossiers were not originally intended for academic use but were written organically as private and therapeutic expression. Using Denzin's (2013) concept of ''epiphanies'', I built upon the series of pivotal experiences that influenced my thoughts, emotions, decisions, actions, and aspirations, and wrote a concise construction of the contents. This construction was then used to produce this articlean autoethnography. I take on an evocative or heartful voice. 22, 32 The content is presented in a chronological manner, and is interspersed with excerpts of my constructed account.
Acknowledging the ethics of autoethnography, I present central aspects of my story in retrospection. I have put in concerted effort to minimize self-edits for the purpose of self-preservation, and aim to convey the vulnerabilities of the experience in a performative manner. I have used pseudonyms for the limited personalities described and have used guidance on autoethnography ethics in preparing this manuscript. 30, 33, 34 Automythology When writing this article, I found that my narrative took the rough form of the popular ''the hero's journey'' or monomyth framework. [35] [36] [37] In brief, the framework starts with the hero set in an ordinary existence when a challenge (adventure) is introduced. There is reluctance at first, before the hero embraces the quest. The hero then meets various tests with characters that either are allies or hurdles, and slowly a new approach to the adventure is conceptualized and executed. The hero then emerges from the adventure transformed, and having obtained something of interest or value. In framing my narrative, I use a combination of Campbell and Vogler's (2007) ''nuclear units'' of the monomyth-a condensed three-act frame on ''separation, initiation, and return''. Figure 1 outlines the elements of the hero's journey monomyth The Hero's journey narrative also features in sociologist Arthur Frank's (1997) elaborations of ''quest narrative'', and in particular, an automythology in illness experience. He describes components of the quest narrative to include resilience and acceptance; the meeting of adversities with acceptance, a pursuit of applying the circumstance in a personalized way, a search for alternatives, and a sense of purpose. 38 Frank describes automythology through the use of a metaphor-the Phoenix, reinventing itself from the ashes of the fire of its own body. Inspired by his use of metaphors, I use the analogy of sinking in and waddling through mud, and then rising above it; like a lotus flower. I stick my head out from beyond the cubicle, peering into my managers' office. It was going to be a difficult conversation. I had just started this role and hardly knew them. The door was open and I could see them chatting over their morning coffee. I approached slowly, meek and trembling, ''I have some news''. I tell them about the diagnosis. ''Oh'', Anna replied awkwardly. ''That's not good'', Mary added in a considered tone. They looked on hesitantly and a little uncomfortable, but I proceeded to share the details from the previous day.
The doctor was calm and warm; emphatic, solemn. I listened to the words, powerless to process the magnitude. The motions went on mechanically as a different dimension opened up in my head. In that space-in the world inside my head, I began to see life-devouring demons, voracious and vile, consuming units of my head. Relishingly. Literally.
I was formally diagnosed with Multiple Sclerosis. I was hardly settled into the new position, not even properly orientated into the position when I was faced with reality of this diagnosis.
Multiple sclerosis. It is a neurodegenerative autoimmune disease. Multiple sclerosis cannot be cured. Multiple sclerosis can affect anything in your body. My brain and spinal cord was self-mutilating through autoimmune insurgence. It eats its own; it feeds on the neural insulation of the head and spine. The niggling little quirks that I had been complaining about were not insignificant. At the end of the appointment a new patient stood up. She had my name, but seemed to have a foreign face. She donated her dreams and smile to the doctor's half empty jar.
As I accepted this position when my team and I were made redundant in my previous role, which was a rare entry-level position in industry, aligned to my aspirations to work in the pharmaceutical industry. Since there were not many similar roles in the market, I accepted a research coordination role at a university. I accepted it as a compromise, but I was grateful to gain alternative employment in the face of redundancy and a slow economic climate.
In the first week of the new role, I experienced perpetual numbness on both legs. I could walk, but I could not feel my shoes on my feet, amongst other things. This led me to visit my GP. A series of referrals and tests later, and I was diagnosed with a high level of certainty. High-dose steroids were administered intravenously over three days in outpatient settings. Work was not disrupted. I simply left work two hours early and wrapped a cloth bandage around the cannula. The symptoms that led to my diagnosis were not limiting, but I was thankful that the steroids reversed the numbness almost completely. The new revelation about my future life however, debilitated me. My manager and colleagues gave me space in the following days. Undeniably, there was genuine compassion when the diagnosis was first disclosed.
December 2009 -May 2010: Medicine side effects, the course of noncoping and diminishing relational support. A month after my diagnosis, I returned to my neurologist, who suggested I start prophylactic treatment to prevent progress. I chose a product that required thrice weekly injections. After the first dose, I encountered the first of what was to be a six-month ordeal with side-effects. Ironically, the side-effects were even worse than the symptoms, and I could not go into work. Once the allotted sick days ran out, I had to cut back from full time to part time. This went on for six months, in hope that the side-effects would eventually subside.
In this time, I realized that the relational support was diminishing. There was perhaps an expectation for me to resolve my issues, physical and psychological, within a specific amount of time. I found cordiality, but felt that the initial care and compassion had burnt out. Perhaps I wasn't a proactive enough a sick person. I didn't blame them for the lack of emotional support since I didn't have a relationship with them. I was simply the new person with ''that condition''.
Looking for right: Initiations (of tests, temptations, and meeting mentors)
March-June 2009: Depression, disengagement, and accepting help. Life was moving along like a dense object drifting close to the river bed in a sluggish river; slowly and unsurely. Every time I attempted to move upwards, the ground beneath my feet kept shifting and sinking further. I screamed but I felt like nobody heard me. In that space, it does not take much to get lodged in a muddy ridge. You make a silhouetted crevice in the mud. You call it home. That groove is your trap; there's no place to move. You are bound by mud; you live in that stagnation. It becomes you. You become it.
My internal distress reflected in my external demeanour and sociability. The joint effect of ''being new'' and ''being closed'' did not work in my favour. There was initial empathy, but it felt like that was extinguished in short time. In a disjointed effort and reflex for self-preservation, I was quite closed and guarded. It would not have been hard to peg me as silent, morose or lacking personality.
In those times, you sometimes need someone or something to poke you out of that ridge. A force powerful enough to propel out and forward. Though organizational support in terms of counseling and sick leave were pointed out, I did not feel a personal sense of support. At this point, their actions were functional, more vested in the work, than in me. By this time, I hated life and I hated this work. This role-the context, people, tasks, and responsibilities provided no rewards or remedy to my state of mind. And so, I stopped trying. And presumably, so did they. Their actions, however, stirred me to seek medical help. For the first time, I actively sought to untangle the psychological and emotional knots that were tying me down.
It didn't seem like self-sabotage. To be fair, in that mental state, I wasn't as rational as anyone might have expected me to be. It wasn't until much later that I came to understand just how dark a place I was in; where dark existential curiosities prevailed. Something grew disconsolately inside of me. Slowly, from the lack of processing and healthy sense making, I took to rolling all the fear, failure, insecurities and hurt into a ball of unidentified and unmanaged emotion. I didn't know what it was, but it affected my work and demeanour. I guess much of me was in denial, until one day, it was pointed out to me in a formal way.
Upon discussing my issues with my neurologist, I was referred to a clinical psychologist. Meeting this person was the beginning of a new chapter. Their PhD was on diagnosis of multiple sclerosis. This person also revealed that they lived with MS, and was motivated by personal experiences to research this topic. In hindsight, this person was more than just the stick that poked me out of a crevice. This person planted a seed in the mud. This person equipped me with an idea.
The stories shared in these sessions were reciprocal-advents of illness from their own life, as well as mine. These stories were inspiring and formative. It validated an alternate route-not be complacent in my vulnerability.
''What do you enjoy doing?'' asked Dr Jones. ''Well, I like movies, and books, and writing . . ..I like stories . . .'' I offered. ''Do you keep a journal?'' I nodded shyly. ''How about we write yours down then?'' I stared back quizzically for an elaboration. ''Let's answer some specific questions in these journals . . . Your feelings, your emotions . . . Why are you feeling this way about work? How do you feel about your diagnosis? Journal it! I think it will help . . . it will help dig deep . . .''
In these sessions, I spoke a lot about my disengagement at work. My psychologist was concerned that I deviated from the topic of illness and spoke instead about work. The prescription was that I keep a journal. Perhaps it was true that I was using the darkness, dislike and disengagement at work as a smokescreen to camouflage my illness related emotions and distress.
In hindsight, some of that was true. But the murky river was stirred, and many previously unperturbed emotions surfaced. I was brought to face these emotions and make decisions on them. One of the outcomes of this exercise was the birth of a new goalthat my work should mean something. That it should help. That it must contribute to make other lives like mine better.
July-September 2011: New ideas and the in-between place. In a measure to rise above my own frailty and powerlessness, I sought to find meaning, to contribute, to make a difference, to strike a balance in work settings that can accommodate a lifestyle that will not likely exacerbate my health. By this time, I had overcome my fear of injections, and become a master of self-injecting. It was routine. Just like brushing your teeth. With my neurologist's advice, I switched to daily injections of another class of medications. I didn't have the side-effects anymore; I did not have as much psychological distress as well. Unfortunately, the effects of medication and diagnosis in the previous months could not be undone. No matter how hard I tried to establish a positive working relationship and work outputs, my past was always there to haunt me.
I had these new ideas inside me. I mentally explored if I could achieve them within my existing work context. As these ideas developed and grew in strength, I became aware that I wasn't where I needed to be; I wasn't doing what I needed to do. I didn't know where to go but by then, I had an idea of what my work should focus on. Multiple Sclerosis.
October 2010 -June 2011: Work transitions and unemployment
My contract was not renewed. After taking some time off, I was soon looking for roles that suited my aspirations. That proved difficult in a struggling economy. I also searched for better work options that would facilitate a lifestyle to deter disease progress and inculcate more happiness and tranquillity in my life. I interviewed for various roles that I would not have previously considered. I met with various people within academia and non-governmental organizations to gain networks and new work opportunities.
July 2011: Temptations for the old me. I was contacted on LinkedIn with a prospective work opportunity within the pharmaceutical industry. It wasn't for a role that I would have applied for on my own, but part of me was excited by the prospect of getting my foot through the door. This company did not have a MS focus, and so while this role would not fit with my ''new goal'', a part of me gave in to the temptation of fulfilling ''old dreams''. I knew the pace would be quite stressful. However, with this new opportunity in hand, I convinced myself that the achievement of my original dreams will make be happy.
I chose not to disclose my illness. I had hoped that it would not become an issue, since I had experienced minimal symptoms since the diagnosis. However, the role and the setting did not engage or excite me. I was not fulfilled, and nor did I see a future there. The role also involved more physical work than what was discussed in the initial recruitment process. I began to experience more symptoms than usual and knew the work would affect to my health. In the end, the decision was easy. The pace, drive and styles of this world did not suit me anymore, even if it was a dream in the chapter of life before MS.
Right work: Return (the road back and resurrection) February 2012: New opportunity and beginnings for the new me
In the blackness of the night, only one thing stood out amongst the dark mysterious shadows that hid surreptitiously in the It was time to be the lotus. I had been stuck in the mud one time too many; it was time to rise above with purpose. I stared at it as I thought about the days of my life. The past. The present. The future. Can all the muddling in mud mean and contribute to something?
I had breakfast with a friend and shared my struggles on finding new opportunities in areas more aligned to my needs and inner motivations. She listened intently, and struck upon a brilliant idea. She graciously suggested I take on a research assistant position with her. Being a lecturer in Management at a local university, she had the capacity to introduce me to a field and research approach that I was likely to enjoy.
March 2012 -May 2013: Walking a new path. My friend's suggestion worked. After exploring qualitative research and working as a research assistant on some of her projects, she suggested I consider a PhD. During this period, I connected with other qualitative researchers within public health and in due course, found my main supervisor. During our early meetings, we spoke about chronic illness and disability, and she shared interesting stories from qualitative research in global public health and medical anthropology. I found an academic home and a calling.
Conclusion: Return with the elixir Present: 2017
There is irony that my journey starts, deviates and returns to life in a university. If all goes to plan, I will submit my dissertation this year. My experiences in the mud were a formative thrust to explore the broad topic of my thesis, work and chronic illness. I have collected qualitative data on two studiesthe work experiences of other individuals with MS; and within an organizational context, how human resource managers perceive and manage employees with chronic illness. I can only hope that my academic endeavors will form the future direction of my journey.
This story I share is a journey of chaos, emancipation, and metamorphosis that flows as a variation of the universal and timeless monomyth, the hero's journey. [35] [36] [37] Like most storylines of hero's journeys, there was then an event-a disruptive crisis that rocked a banal existence. A new dark force was born at this event that complicated the existing plot, and initiates the journey. In time, there was increasing acceptance of the new identity and context that slowly stirred the emergence of a new plot-of new work needs, motivations, and directions. There simply came a time where resistance to the new was futile and the upheaval from the old was necessary. Drifting along the path, an opportunity to venture into a completely different work topic and area emerged, and with that I found my peace and bliss. In the spirit of all good moral stories, this one culminates bittersweet and unfinished; reflecting the on-going transformation of a hero, returned and revitalized.
The essence or elixir I bring from this journey elucidates a case-one of many, and some more and less like mine. My individual case is not the point of this story. The journey of change and recalibration is. The journey, as Vogler and Campbell point out, can take my multiple variations; but we can draw similarities and parallels in the core structures. There are some generic elements that are transferable to understand work experiences of with people with chronic illness. The overall journey of change is pushed forward and backwards by complex, chaotic and often conflicting dynamics at private moral and psychological; physiological and functional, relational, social, and macrostructural levels. Figure 2 portrays the key themes discussed in my evolving journey. Prominent experiences at various points on this journey include the tumultuous mental state and bad coping, the lack of sociability I exhibited from being caught up in my head, the sociability that was reciprocated, the reconfiguration of my life and career aspirations, the trials of the wrong options, and ending up here, in the ''right'', a point that I define as a place of ''equilibrium''.
After writing this article, I ask myself in hindsight, ''what could I have done better?''. With reflection, I wish that I could have been more open and less resistant. Yes, my diagnosis represented a threat to my existing life as I knew it. I wish that I could have used a less avoidant coping style-to be more positively informed, and constructively guided to view the diagnosis and the series of events that followed through a more positive lens. I wish that I didn't see myself as ''less'' but just different. I wish I accepted help earlier. Through being open and trusting with my initial work colleagues, I wish that I could have cultivated a more carereceiving and trusting relationship. 8 I find positive reciprocity, care, and support in my current academic supervisors, and it is an immense psychological and work-enabling resource.
Illness journeys are bittersweet, and diagnosis is sometimes a ''call to adventure''. People get called on ''quests'', and often get pulled through and stuck in the mud. Just as in moral stories with happy endings, there is impetus to move forward; to rise above and emerge victorious in the means that are right and meaningful to them. A line in Professor Arthur Kleinman's seminal work (1989) resonates with my current outlook. At the end of the day, we each strive-''to maintain one's aspirations in the face of grave adversity, to work hard to contend successfully with the daily assault of an impaired body on a robust spirit, to be victorious over the long course of losses and threats that constitute disability-these are lessons for all of us, examples of what is best in our shared humanity''. 6 I hope that these serve as a resource for fellow patients persevere and charge forward with positivity. I hope that these themes illumine the further understanding of health professionals, academics, and work colleagues, to positively influence a meaningful impact on the work experiences and outcomes of individuals with chronic illness.
